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live lives to the fullest extent possible. The Al-
liance has always been involved with and sup-
ported disabilities issues and will be expand-
ing these commitments, along with other
activities, in the future. We suggest that read-
ers, as well as Dr Asch, look to the Alliance
Web site at www.geneticalliance.org for a cur-
rent and comprehensive perspective on Alliance
activities and mission objectives.

The specter of rapid commercial avail-
ability of genetic tests provides a compelling
reason for consumer organizations to collabo-
rate and coordinate efforts to ensure that ben-
efit, not harm, results from these new tech-
nologies. This is, and has always been, a
primary Alliance concern.

We believe the Alliance has worked hard
to become a sensitive and effective voice for all
who are affected by genetic conditions. We in-
vite you and your readers to watch our progress
in developing into a major force for consumers
and their families, not only in the genetics com-
munity, but also in society at large.

Joan Weiss, MSW
Mary E. Davidson, MSW

The authors are with the Genetic Alliance, Wash-
ington, DC.
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Asch Responds 

I agree that the Genetic Alliance, formerly
known as the Alliance of Genetic Support
Groups, plays a valuable role for people with
genetic conditions and their families. Its ef-

forts to link families with one another, its con-
tacts with medical services and the field of ge-
netics, and its commitments to making life bet-
ter for people with disabilities and their families
are indisputable.

Nevertheless, the organization has not
been involved with the independent living
movement of people with disabilities and has
not espoused the social model of disability put
forth in my article.1 The Genetic Alliance de-
scribes itself as “a coalition of consumers, pro-
fessionals, public agencies, biotech companies,
genetics diagnostic clinics, public health de-
partments and children’s hospitals, to name a
few.”2 Its Web site reports that “the Alliance
has brought together support groups, con-
sumers and health care professionals, creating
partnership solutions to common concerns
about access and availability of quality genet-
ics services. . . . Better access to family-cen-
tered, quality health care is the goal of all Al-
liance educational programs.”3 These services
are unquestionably valuable to people with dis-
abilities and their families. My examination of
its Web site and recent materials convinces me
that it provides worthwhile services (which I
never doubted or denied); it also convinces me
that it is not the only place to which medicine
and genetics should turn to get a “consumer
view” of life with disability, or to learn how
science, medicine, and society should use re-

Objectives and Activities of
the Genetic Alliance

As founding director and executive direc-
tor of the GeneticAlliance, we read with inter-
est the recent article by DrAdrienneAsch.1The
reader gained an in-depth understanding of the
social and ethical complexities underlying re-
productive decision making based on prenatal
genetic test results. Selective pregnancy termi-
nation raises questions that are profound for in-
dividuals and families living with disabilities,
for parents confronting decisions about an ex-
pected child, and for voluntary organizations,
like the Alliance, that provide resources, sup-
port, and referrals to parents and professionals.

Since 1986, the Alliance has grown to be-
come a nationally recognized coalition of con-
sumers and professionals working together to
enhance the lives of everyone impacted by ge-
netic conditions through public and provider
education, public policy, and support group
technical assistance. Because of daily calls to
our Helpline from parents and affected indi-
viduals in the midst of making decisions about
and coming to terms with genetic test results,
the Alliance is very familiar with the nuances
and complexities of these issues in the lives of
real people. These issues are ones we know
personally as well as professionally through
our experiences within our own families and
our commitment to the Alliance.

Because of the commonality of our con-
cerns, we were dismayed and disappointed by
the author’s misperceptions about Alliance mis-
sion objectives and activities. From its found-
ing, the Alliance has been involved in research
policy discussions, particularly regarding in-
formed consent, and human protection and pri-
vacy issues. However, the far greater portion of
our energies is devoted to providing the support,
resources, and referrals to information systems
that empower parents, individuals, families,
and significant others to gain access to quality,
family-centered, culturally competent resources
and services, make informed decisions, and


